Noapov ko péAAov tng FONIAIAKHZ OEPANMEIAZ
H yoviblakn Bepaneia BplokeTal akoun otn vAmakn tTng NAKia kot o SpOUoG TG
«evnAKiwong» eival pokpuc. Yroloyiletal Opwg otL o€ 10 xpovia n latpikr Ba €xeL TOAU
TEPLOCOTEPA OTIAQ 0TN SLABECH TNE VLA TNV AVILUETWTILON KANPOVOLLKWY 0.0DEVELWV.

2. N. AAAXIQTHZ

Kadnyntri¢ levetiknc, mpwnv mputavng tou Maventotnuiov Matpwv
To BHMA, 21/05/2006

To nawddkt tng dwrtoypadiag macxel and coPfapry cuvduaouévn ;
OVOOOQVETMAPKELN, TIOU Ohpaivel OTL TO OVOOOTIOWNTIKO TOU cUOoThUA
mpakTik@ 6ev Aettoupyel. H poévn tou eAmida yia va magel va el
anokAelopévo otn vallov odaipa tou eival n yovidlakn Bepameia
To 1902 eivat o Xpovog Katd Tov omoio yewndnke n lotpikr Mevetiky }
OTav 0 yLoTpog Mkapovt mepléypalde yio mpwtn ¢opa pLot KANPOVOLLKNA
oaoBévela, TNV aAkamtovoupia, cuoXeTovtag Tn HE £€va yovidlo Kol To
€viupo Tou KwdLkoTtolel. To éviupo elval n o€EL8AoN TOU OHLOYEVTLOLKOU
0§€o¢, Tou Opwg Sev ocuvtiBevtal emeld OTOV APPWOTO UTIAPXEL ULAL
HLETAAAOEN Tou yovidiou. To amotéAsopa gival va pnv kataBoAiletal to
opoyevtiotko ofU (2,5-61wbpolu-paivuloikd 0U) OTO CUKWTL KoL To
olpa va €XouV LOUPO XPWHOL.

H ovtpetwnion twv aocBevelwv umnpée avékabev mpwrtapxlky ¢poviiba. Amd 1tn

BotavoBepamnela 0 AvOPWIOC MPOXWPNOE OTNV TIPWTOYOVN XELPOUPYLKH KAl OTNV aKLvntomoinon
OTIOOHEVWY 00TWV. Toug SU0 tedeuTtaiouc alwveg avamtuxBnkav TeXVIKEG Kat uéBodol mou adopolv
Vv avaloBntomnoinon, Tov gUBOALCUO, TN XELPOUPYLKH, TO avilflotikd K.a. Mo mpocdata
avantuxBnKav MEPLOCOTEPO ATIOTEAECUOTIKEG DEPATIEUTIKEG TIPAKTLKEC, OTIWG TA XNHLKA PApUoKa, N
LLKPOXELPOUPYLKA, Ta AfWlep, OL UETAPOOXEVOELS Kol TeAeutaio to avadudpevo Kol TOAAQ
umooyopevo medio TN yovidlakng Bepareiag.
Evw opwg n mpdodog otov TopEA TG Lyelog £kave AApata o TOAEC TMEPUTTWOELS 0.oBevelwy,
pewwvovtag A.X. 6paoctikd tnv moudikn Ovnowotnta kot s€adavilovriag moAEC Aolpweelg, Sev
eNeTELYON TO (610 KAl yLa TG MEPLOCcOTEPECG amd 5.000 MaBoAOYLKEG KATAOTAOELS TTou odelhovtal oe
YEVETIKNA attloAoyia. ' auto n mpoonddela avamtuéng tng yoviSlakng Bepameiog €xel TOAU HeydAAn
onuooia. Tt evooUpe Opw¢ Otav avadepopaote o auto; Mol PBploketal auth n €PEUVNTIKA
npoomnadela; MW KoL TOTE AVAPEVETAL VA Elval BEPATIEVTIKN TIPAKTIKA poutivag mou Ba AUoeL TOAAG
QAUTO WG oNUEPA TIPOPANATA UYELG;

Y€ YeVIKO TOVO n yovidlakr Bepameia cuviotatal otn SLEMOTNUOVLIKA aflomoinon evog cuvolou

TEXVIKWY peTadopds evog duololoylkol yovidiou otov acBevr) yla TNV OmMoKATAoTOon Tou
naBoAoyikou yovisiou Tou pokaAel Tnv acBévela. H petadopd autr pnopel va yivel e€wowpaTIKA
HE TNV AMOUOVWON QUTOAOYWV KUTTAPWY, TIPOEPXOUEVWY SnAadn amod tov umo Bepameia LoTo, Tn
YEVETIKN €TUSLOPOwWOT) Toug Kal TN PETadOopd TOUG OTOV APPWOTO. 2T0 TAaicLo autd eudaon Sibetal
Kal otnv aflomoinon BAaoTOKUTTAPWY.
Ytnv evoowpatikn yovidiokn Beparneio to duclohoylko yovidlo elodyetal 6Tov AppwoTo LoTod adol
npwta «¢poptwdel» oe edlkolg dopeic, UG AX., i 0 Autoowpata | aAKOUn HUE EMUOAUVON
KaBapol oxetikoU yovidiakol DNA. Teheutaia emiyelpeital eniong o éleyxog tng £kdpaong Tou
naBoloyikou yovidiou, n Gueon entdlopdwaon tou pe KatadAAnAo oxeStoopéva oAlyovoukAeoTidia, n
gvepyormoinon mpodapudkwv Tou Paolletal o yovidla-otoxoug, N Xpnolpomoinon
QTTOTEAEOUATIKWY AVOOTOAEWVY, N avolATnon GapUOKEUTIKWY LOPLOKWY OTOXWV K.A.

Map' 6An wotdoo TNV €vtovn npoonadeia oto nedio autd, Aiyeg elval oL MEPUTTWOELG eMLTUXiAC,
pe tn yoviblakn Oeparmela va MOPOUEVEL OKOUN Ot MEelpopatikd otadto. Mua mepimtwon A.).
grtuyiog adopd to OtL n coPapr cuvbuacpévn avoooavendpkelo (SCID) pmopel va SlopBwoeL.
Mepimou eikool Tétolol acBeveic Louv onpepa Lotepa amod yovidlakn Beparmeia. H ev Adyw acBévela




€XeL amotéAeopa TN un mapaywyn T Aepdokuttdpwy mou eival umevBuva yla tn Asttoupyia Tou
OVOOOTIOLNTLKOU CUCTIATOG: TO ANMOTEAECUA O€ TETOLOUC aoBeveic eival oL oAU eUKOAEG AOLUWEELC.
H yevetikn Pdon autng TNG avoooaveMApkelag odeiletal os PeT@Aafn Tou yovidiou Tou
Kwdikomolel tn y. umopovada tou umodoxeéa TnG Kutoolvng kat avadépetal wg SCID-X1 1 oe
napaAiayn tou yovidiou tng amapvaong tng adevovivng, yvwot wg ADA-SCID.
H eniteuén tng Bepanceiag 16 acBevwv pe SCID-X1 attoloyia kot €L pe ADA-SCID €ywve pe tnv
KOTAAANAN TpomoTmoinon evog peTpoiol mou £depe To0 Ppucloloyiko yovidlo. H emibtopbwon twv T
AEUPOKUTTAPWY ATAV EMITUXAG KAL O TIPWTOG AcBeVAG elval UYLAG yLa avw amod £E€L xpovia. Qotdoo
tpelg SCID-X1 aoBeveic avéntuéav pla acBévela oav Asuyaiuia kat o évag anePfiwoe. H mopevépyela
outp amodobnke oto OtL Ta £l6lkA VOUKA£oTOIka akpo (LTR) tou xpnolpomolnBévtog U
gvepyonoinoav éva mpwTtooykoyovidlo. H mapatipnon autr) avadelkviel £va eVAAWTO GNUELO TNG
yoviSLakn ¢ Bepareiag, Tnv Tuxaia evowpatwaon Tou ¢opEa-1ol oto yovidiwpa Tou acbevolc Kal Tov
ouvokOAouBo emnpeacud duclohoylkwyv  yovibiwv. ITto TPOPBANUA  QUTO Ol EPEUVNTEG
avtutopatiBevral pe  Sladopoug TPOMOUG, OMWEG A.X. HE TN YEVETIK Tpomomoinon Ttwv
npoavadepBEVTIwWY AKpwVY Tou oV, HE TNV evowpdtwon yovidiou to omolo elval gvaicbnto oe
dappaka TOU TPOKAAOUV TNV ETUAEKTIKI) QUTOKTOVIOL EMLKIVOUVWV YEVETIKWE TPOTIOMOLNUEVWY
KUTTAPWY TIOU UTMOPEL VO LETATPATIOUV O KAPKLVLKA K.4.
Mtia dAAn mpoodatn mpoomndabela avadipetal otnv nMpocdnkn 34 Bacswv avayvwplong elSIKwy
B£ocwV EVOWUATWONG TOU LoU 0TO YoVISIWHa, oL oTtoleg teploploTnKav LOVO Og EMTA Kal eMeTeUXOn
Beparmeia Tng TUpoouvalpiag-1 ota movtikia. MNépav OUWE TWV OTPATNYLKWVY UETadOopAg MPOcHETOU-
duaolohoywkol yovidiou, n emidlopbwon tou maboloyilkoU emi TOMou pmopel va AUosl oakoun
KOAUTEpPA TO TPOPANUOTA EVEPYOTIOINONG I QIEVEPYOTOLNONG VELTOVIKWY Tipo¢ T B€on
EVOWUATWONG GUGLOAOYLIKWY YOVISLWV.
310 eMineSo auTO SLEPEUVATOL N KKATAOKEUN» LILOG XLLOLPLKAC TIPWTEIVNG N omtola Urmopel va S€vetal
07O UTIO 810pBwaon petaAAaypévo Tunua tou DNA Kal TauTtoxpova va oTtaeL Tt SUTAn €Aka Tou. Mua
TETOL TIPWTEIVN OLOYETEUOUEVN OTO KUTTAPO EVEPYOTIOLEL OTN CUVEXELD TO evOOYeVEG cUOTNUA
emdLopbwong tou DNA efaheidpovtag tn petalraén. H opdda tou XOAHEG, A.X., KATADEPE LE TOV
TPOTO AUTOV va eTILOLOPOWOEL TN LETAAAOEN YC APKETWV KUTTAPWY (5%-17%) oe KaAALEpyELaL.
Eva aAAo mpoPAnua tng yovidlakng Bepameiag adopd ta pn Slapoupeva KUTTAPA-0TOXOUG. H
TMEPIMTWON AUTA TPOCEYYL(ETAL UE TN XPNOLLOTOLNON LA YEVETLKNG «KOOETOG» TIOU OeV amattel
EVOWUATWON OTO yovidlwHa: OMwe TLY. £vag adevolog Tou GEPEL Kal To KOTAANAo duacloAoyikd
yovidlo, cuoTnpa Tou €XEL OTOXO MUTKA KUTTAPQ, A.X., } VEUPWVEG | AKOUN KOl KAPKLWVIKA KUTTOPQ,
KaBw¢ oe pla tétola mepimtwon 6ev amatteital WSlaitepa poakpoxpovn €kdpacn Tou ev Adyw
StayoviSlakol cuoTAUATOG TOU U TO OmMoio SloTnpeitol yla LKOVOTOLNTIKO XPOVOo O€ TTOLKIAOUG
LOTOUC, TOUAGXLOTOV O€ {WIKA LOVTEAQL.
H mpoaoéyylon autr Bewpeital achaArg Kal oamoteAeoHaTIKn yia TTOAEG HeTaBOALIKEG aoBéveleg oTal
{wa. T' avtd n awpodiria, A.x., Onwe Kal AANeg emiong KANPOVOULKEG UeTaBOALKEC aoBéveleg Ba
puropovoav va BepameuBolv aflomowwvtog Ttétola Slayovidlakd cuothpata adsvoiwv. AMEG
TPpooTABeLeg adopoUV TNV avaoTOAR TNG EKPpacng evog petahhaypévou sfwviou (Hépouc SnAadn
Tou yovidiou) | TNV amoclwrnnon Tou yovidiou pe t pn £€kdpaor] Tou pécw tng RNA mopepPoAng,
¢ aflomoinong dnAadn cuvBeTikwy RNA oAlyovoukAeoTiSiwv mou €ival cCUUTANPWHATIKA LE TO
MRNA tou uné Bepaneia yoviSiou kot uPpidilovral pe auvtd adpavomolwvtag to. TETola bk
oAlyovoukAeotidla avadépovtal Kot we ovTutopaAAnAa dappaka.

OAeg auTég ol mpoodateg MPooTABELeG £0TLAIOVTOL TTPWTIOTWG O TEPAPATOLWO KL EKTLLATAL
oTL Ba unopoloav teAelomolnpéveg va epappooBolv kal otov avBpwro Uotepa anod mepinmouv 10
xpovia. Qotooo 1dn Bplokovtal otov oxedlaopo (Kat and EAANVEG EPEUVNTEC) VEEC KALVIKEG SOKLUEG.
H oxetikn, 1.X., aflomoinon Twv aLOoTOoLNTIKWY BAACTOKUTTAPWY yla Th Bepaneio aobevelwv Omwg
A.X. n B-Balaocoatluia, n SPEMAVOKUTTOPLKNA avaldio K.A. glval pla aloledoén npoonabela, n onola
OUWG Oev TauTileTal OKOUN HME TNV €TUSLWKOUEVN Auecn AUon mou o KABs evdladpepopevog
npoabokd. O Spopog eivat avapdifora pakpog WOTOU va yivel poutiva n yovidlakn Beparmeia: eival
OUWG Kol SLamAata avoLytog.



